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“Pathway to Care (PtC)” is the term used to describe the onset of psychiatric illness until the initiation of 
treatment or defined endpoint. Mapping patients’ PtC is critical for understanding how to improve early 
recognition and treatment of mental disorders. However, little is known about the pathways to care among 
individuals experiencing first-episode psychosis in the United States. The few studies that have 
investigated pathways in the United States have not commented on ethnic variations within pathways.  
Objective  
This study's objective was to describe the ethnic variations in the pathway to care among first-episode 
psychosis individuals by using patients’ narratives as elicited by interviews with them. My hypotheses 
were that self-reported race is associated with differences in number of help-seeking events prior to 
psychotic diagnosis and specific differences in external (i.e. not self-motivated) pathways to care for 
patients experiencing psychotic episodes.  
Methods 
All interviews were conducted by two masters-level clinicians who had clinical experience treating first-
episode psychosis under the supervision of the second reader of this paper. The duration of undiagnosed 
psychosis was calculated from the date of the onset of psychosis to time of diagnosis. The subject was 
given a psychotic disorder diagnosis. Here, I am conducting a secondary analysis of these data. 
Results 
The study comprised 167 patients, 108 identified as Caucasian, 33 identified as African American, and 7 
identified as interracial. Nine participants identified as Asian: East Asian, Southeast Asia, and South 
Asian. Three participants identified as First Nations, 1 was Central/South American, and 1 was Native 
Hawaiian or Pacific Islander. Each ethnic group was assigned a numerical label. I performed a statistical 




help-seeking episodes motivated by the patient or others) than did the Caucasian group (Ethnic group 8), 
but I found no other difference in means between ethnic groups was statically significant (p < 0.05). I 
report that Black participants were noticed by peers at half the expected rate via chi-squared analysis 
assuming equal likelihood of report across races. Black participants had a total of 3 “noted events” by 
peers compared to the statistically expected 7, while white patients were reported by their peers at twice 
the expected rate. Additionally, I report that black patients were reported by the general public 10 times, 
though 4 were expected statistically, while white patients were reported 6 times despite an expected 11 
reports. 
Significance  
Black patients were more likely to have increased help-seeking events but were less likely to have those 
events initiated by close peers while being more likely to be noticed by the general public for those events 
than were their white counterparts. However, black individuals both have less access to care and are less 
likely to seek it. These may indicate inherent biases that may influence the access to and quality of care 
that black patients may receive if further biases are found as it relates to how care is administered based 
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Duration of untreated psychosis (DUP) is the period of treatment delay between the onset of psychotic 
symptoms and initiation of treatment (Birchwood, Todd, & Jackson, 1998). DUP is hypothesized to be a 
predictor of long and short term outcomes. Individuals with longer DUP appear less likely to achieve 
remission, have greater positive and negative symptom severity and more significant functional 
impairment (Penttilä, Jääskeläinen, & Miettunen, 2014).  
While the importance of extended DUP on outcomes is still unclear, untreated psychosis of any duration 
comes at the risk of negative “neuroprogessive” changes in brain volume/health, psychosocial and 
educational detriment, and possible physical harm, self-inflicted or otherwise (Penttilä, Jääskeläinen, & 
Miettunen, 2014).  In this work I will use the established research framework “Pathway to Care (PtC)” to 
elucidate differences in pathways to care that patients of different ethnicities experience during DUP. 
Background 
The prompt detection and management of first-episode psychosis through special early intervention 
services has been one of the most significant service advancements in psychiatry. (Cabassa et al., 2018). 
Insight into an individual’s pathway to care for these services and similar programs would benefit patient 
care.  
PtC is formally defined as the help-seeking “sequence of contacts with individuals and organizations 
promoted by the distressed person's efforts, and those of his or her significant others, to seek help as well 
as the help that is supplied in response to these efforts” (Gater et al., 1991). An individual’s initial 
interactions and experiences with these health care programs have a lasting benefit for adherence to 
treatment, subsequent help-seeking attempts, and health care engagement (Gater et al., 1991). Multiple 
publications, mainly outside the United States, observed a relationship between PtC and potential barriers 
for individuals with first-episode psychosis and its influence on successful help-seeking attempts ((Bhui, 





changes in US national detention and health care administration policies (Addington et al., 2015).  
The PtC  is also clinically significant because of its relationship with DUP. DUP is linked to the “critical 
period hypothesis,” which proposes that in the early phase of psychosis, key neurocognitive events occur, 
leading to the demise of the individual. A reduction in DUP leads to an extended time in the critical 
period and subsequently more time for intervention (Birchwood, Todd, & Jackson, 1998). An individual’s 
PtC can positively or negatively influence the duration of untreated psychosis. Internationally, clinicians 
have been conceptualizing PtC, so they can more efficiently develop specialized interventions for persons 
with first-episode psychosis (Murru & Carpiniello, 2018). Literature on PtC from the United States, a 
country that generates volumes of mental health research, is notably small (MacDonald, Fainman-
Adelman, Anderson, & Iyer, 2018). This may suggest the pathway to care is not a recognized feature of 
US psychiatric care. 
The current state of the United States’ mental health care suffers from underfunding, stigma, and bias, as 
well as the effects of our fragmented health care system. Ethnic and racial minorities may be particularly 
vulnerable to the limits created by these barriers, (Cabassa et al., 2018; Judge et al., 2005). A significant 
body of research has demonstrated concerning clinical differences in incidence, prognosis, and experience 
in black and minority ethnic groups when compared to their Caucasian counterparts (Ajnakina et al., 
2017; Coid et al., 2008). Trends indicate that US minorities are more likely to delay or fail to seek mental 
health treatment. Minorities have less access to mental health services, and often receive less quality care 
(Harris, Edlund, & Larson, 2005). 
To the best of my knowledge, no study has specifically analyzed ethnic variation in the pathway to care in 
the United States. I completed a systematic review looking at PtC in the United States (Appendix 1). The 
review observed a pattern of higher adverse PtCs in participants of color. Literature based in the United 
Kingdom and other European countries has demonstrated that minority groups are likely to have high 
rates of adverse pathway events, compulsory detention, extended hospitalization, and misdiagnosis. This 
is the first study to investigate the specific relationship between ethnicity and the pathway care with 






I aimed to describe ethnic variations with the pathway to care among first-episode psychosis individuals 
through narrative. I hypothesized that self-reported race is associated with differences in number of help-
seeking events prior to psychotic diagnosis and specific differences in external (i.e. not self-motivated) 
pathways to care for patients experiencing psychotic episodes. This is explored in the via the two research 
questions below: 
1. Is self-reported race associated with the number of help-seeking events preceding clinical diagnosis?  I 
hypothesized that black persons will have more help-seeking events than will white persons. 
2. Do family members, peers, and public reports of help-seeking events differ by race?  I hypothesized 
that black persons’ pathways to care will include different rates of external help-seeking events than will 
the pathways to care of white persons.   
 
Methods  
My study is a secondary analysis of data on pathways to care for 167 psychiatric patients at the University 
of North Carolina at Chapel Hill. Data were previously collected by the second reader of this paper and 
used with her permission.  
Sample and Setting 
Study participants were recruited from a coordinated specialty care first episode psychosis program at the 
University of North Carolina at Chapel Hill. Outreach and Support Intervention Services (OASIS) was 
the only coordinated specialty care (CSC) program in UNC’s catchment area. The study included 167 
persons sequentially referred to the clinic between 2013 and 2017. The inclusion criteria for the program 
included the onset of a DSM 5 first psychotic episode within the past five years, being 15 to 30 years of 
age, and having no previous evidence of a premorbid intellectual disability. Five subjects were excluded 
from the analysis for having a DUP greater than 60 months, leaving 162 subjects for the final analysis. 





study (13-3063) and the study subjects provided written informed consent or assent, with a parent or 
guardian consenting for subjects less than 18 years old.  
Diagnosis 
Patients at the OASIS CSC program clinic were asked to participate and were consented if they agreed. 
The Structured Clinical Interview for DSM IV was used to confirm psychiatric diagnoses (Blanchard & 
Brown, 1998). Interviewers used the Symptom Onset in Schizophrenia Interview (SOS) to determine the 
onset of psychosis. The SOS estimates the beginning of the first sign of illness, onset of full syndrome in 
the individual with schizophrenia, and related psychotic disorders. The duration of undiagnosed psychosis 
was calculated from the date of the onset of psychosis to time the subject was given a psychotic disorder 
diagnosis (Perkins et al., 2000). The analysis timeline includes the period from onset of psychosis to the 
early psychotic disorder diagnosis.  
Pathway to Care  
The Pathway to Care Interview (Perkins et al., 1999) was used to obtain the study participants’ narratives 
when they were initially referred to the first-episode psychosis comprehensive specialty care program. 
The PtC interview measures unsuccessful and successful help-seeking attempts. A help-seeking attempt 
was labeled as successful if it ended in a diagnosis of psychosis, and ineffective if the attempt ended 
without a diagnosis of psychosis. The interview detects precipitants as well as barriers to diagnosis and 
treatment. The interviewers were two masters-level clinicians with experience treating first-episode 
psychosis. See Appendix 2 for a pathway to care interview. The clinicians created a summary narrative of 
each subject’s pathway to care. The narratives and narrative scorings were reviewed with the clinicians by 
the study psychiatrist (DOP). The Pathways to Care interview scores were compared with a second study 
clinician for discrepancies. Pathways to care data were collected via an interview in person for both 






A “potential help-seeking event” often consisted of a chain of events, where the action of one person was 
directed toward the involvement of other persons (Perkins 2020). Here is an example: a neighbor notices 
that someone is acting bizarrely. He may call the subject’s partner, who brings the individual into the 
emergency room. So far this chain involved three people, and a good outcome would be a diagnosis from 
a health care provider. This was an example of a coordinated event that happened within one day. 
Independent scenarios involving different people are considered separate events, even if they occurred on 
the same day.  
The study team collected additional demographics; premorbid function (Premorbid Adjustment Scale), 
resources (insurance status, socioeconomic status, social support), and family and patient attitudes 
regarding perceived stigma as psychosis emerged. 
Statistical Analysis: 
I used custom self-written Python and Matlab (© 2020, The MathWorks) scripts. My use of Python 
includes using the Scipy Stats package to parse data groups by race and trait of interest. In Matlab, I 
performed similar analyses using crosstab function in Matlab. In both  a Tukey’s test or a Chi-Square 
analysis, I accepted p=0.05 as the metric of significance. 
I imported the Perkins data into Python as a pandas data frame and indexed it by the subject column and 
values of interest using the panda groupby method. I assessed differences in mean event numbers by race 
using a pairwise Tukey test. I used Panda’s boxplot function to graph the number of events by race.  
I analyzed data on the first report of psychosis by scipy stats chisquare method. I drew comparisons 
between the pairs of races (e.g. black vs white) and relative rates of community identification (e.g. noticed 
by the first responder) of psychosis to the whole sample set.  
Results  
The study cohort was comprised of 167 patients, 108 identified as Caucasian, 33 identified as African 
American, and 7 identified as interracial. 9 participants identified as Asian: East Asian, Southeast Asia, 





Native Hawaiian or Pacific Islander. Each ethnic group was given a numerical label as assigned in 
(Perkins, 2020) (see Table 2).  
Racial variation in help-seeking event number 
The mean number of help-seeking events before clinical diagnosis, for each racial group is given in Table 
2. Via a Tukey test, I found that the black group (racial group 5) had a significant increase in total 
reported events when compared to the Caucasian group (racial group 8). However, no other difference in 
means between racial groups was found to be statically significant, nor was this significance carried 
through into multiple comparisons tests (i.e. no significance via Kruskal Wallis analysis). The distribution 
of cohort data is shown in Figure 1. 
Racial differences in help-seeking event reporter type 
Help-seeking events were categorized by who (e.g. self, family member, peer, member of the general 
public, etc..) initiated the event by noticing psychiatric symptoms. Using a chi-squared analysis of each 
type of event initiation, I determined that black participants were noticed by peers at half the expected 
rate, assuming equal likelihood of an event type for all races. Black participants had a total of 3 noted 
events by peers compared to the statistically expected 7 (Figure 2). White participants had 26 noted help-
seek events by peers compared to their 20 expected (p<0.05 using chi-squared analysis assuming equal 
likelihood of report).  No relationship in total events noticed by peers were statistically different from 
expected for the other ethnicities.  
Black subjects were noticed by members of the public at over twice the expected rate while white subjects 
were noticed at half the expected rate (Figure 2). The public included community members, 
acquaintances, and informal relationships. Black participants had a total of 10 help-seeking events after 
notice from members of the public, compared to 4 statistically expected events (Figure 2). White 
participants had a total of 6 events resulting from public notice per subject compared to 11 statistically 
expected (p<0.001, chi-squared analysis assuming equal likelihood of report). No relationships between 






This unique study examined ethnic variation in the care pathways of first-episode psychosis participants 
in the United States. This study extends the nation's limited research in this area.  
I had hypothesized that race was associated with the individual's number of help-seeking events preceding 
clinical diagnosis. Compared to white individuals, self-reported black individuals had an increase in the 
number of reported events before receiving clinical diagnoses. As the literature has shown, more events 
before a diagnosis is associated with worse outcomes. This may be reflective of the gaps in equitable 
mental health treatment between ethnic minorities and whites. (Harris et al., 2005). Nationally, white US 
citizens have seen a steady increase in psychotropic medication use, psychiatric emergency department 
use, and use of outpatient mental health care. Latinos and blacks have not participated in this trend despite 
their steady increase in psychiatric diagnoses. (Cook, Trinh, Li, Hou, & Progovac, 2017; Harris et al., 
2005). This disparate care pattern may be related to increases in help-seeking events during DUP reported 
here, wherein both diagnosis and prescription of therapy for psychosis may be delayed in racial 
minorities. 
Furthermore, I report differences in the number of events noticed by peers, defined as family members 
and close friends between black and white subjects. Black individuals were noticed at less than half the 
expected rate, and white individuals were noticed at roughly twice the expected rate, all races assumed 
treated equally. This underreporting may be attributed to several phenomena including health literacy and 
lack of access to mental health care in black communities. In the United States, African Americans have 
experienced high incidences of discrimination in the mental health care system. Fear of prejudice serves 
as motivation to avoid commentary or even taking notice of abnormal or concerning behavior (Holley, 
Tavassoli, & Stromwall, 2016). 
Alternatively, Black subjects were noticed by members of the public at over twice the expected rate, 
while white subjects were noticed at half the expected rate. This is consistent with multiple studies in the 
UK that indicate public services and law enforcement are disproportionately involved in black individual 





illness varies among different ethnicities. Some studies have suggested communities of color are more 
likely to perceive mental illness as bizarre or dangerous when compared to white community perceptions. 
It is possible then, that abnormal behavior committed by non-white persons will be more likely to be 
noted in their non-white communities (Anglin, Link, & Phelan, 2006). It is also possible that racial biases 
within the US contribute to increased observance of aberrant psychiatric behavior in people of color from 
the population at-large. 
In all, my findings suggest that people who self-report as black may have more prolonged delays in 
seeking health care compared to their white counterparts. There is a history of increased risk of adverse 
pathways events for black people leading to aversive relationship with psychiatric and psychological 
services. African Americans, from patient to family and friends to entire communities, may be reluctant to 
seek help, despite the high number of events they report. The delay has a notable influence on minority 
communities. White and racial-ethnic minority groups have a similar prevalence of severe mental illness, 
but racial minority groups have greater persistence and severity of mental illness. Addressing this issue is 
of high public health significance. Delays to proper care increase medical care cost and hinder quality of 
life (Holley et al., 2016; McGuire & Miranda, 2008). Similar patterns have been found in European 
studies. One United Kingdom systematic review hypothesized that discrimination could have a 
detrimental influence on black mental health. (Bhui et al., 2003). The fear of discrimination places black 
individuals with severe mental illness at high risk of adverse PtC. A specific fear of discrimination within 
the health care system exacerbates suspicion with services (Bhui et al., 2003).  
Limitations 
This study is a retrospective study. The number of patients, 167, is quite notable when compared to other 
pathways to care studies in the states and it does mirror the ethnic variation of the state of the clinic’s 
location (Perkins 2020; Fisher, Russell, and Craig, 2004). Still, the sample size was small, particularly for 
any groups other than black and white people.. Asians Americans have notably fewer adverse pathways 
when compared to their black counterparts. Trends in Asian American mental health have often mirrored 





Previous global studies confirmed that black patients were more likely to experience compulsory 
detention in their pathway to care. My study did not exclusively consider interaction with the legal system 
as a possible event. Given the established trend, it is significant to consider. 
Conclusion 
It appears that black patients were more likely to have had more help-seeking events and were less likely 
to be notice by close family and friends while more likely to be noticed by the public for those events, 
than was true of their white counterparts. Overall, though, black individuals continue to have less access 
to care, and are less likely to seek care. This combination of findings could reflect ethnic differences in 
perception of mental illness or underreports in black communities because of systemic racial 
discrimination. This work suggests that our future research should disentangle the possible underlying 
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Table 1: Cohort Demographics 
Age of onset of psychosis (mean (sd)) 21.2 (3.8) 
Sex=male (%) 73.5 
Mother education (mean (sd))* 7.1 (1.3) 
Father education (mean (sd)) 7.0 (1.6) 
Patient education (mean (sd)) 6.1 (1.1) 
Ethnicity   
Caucasian (%) 66.7 (n=108) 
African American (%) 20.4 (n=33) 
Interracial (%) 4.3 (n=7) 
East Asian (%) 2.5 (n=4) 
First Nations (%) 1.9 (n=3) 
Southeast Asian (%) 1.9 (n=3) 
South Asian (%) 1.2 (n=2) 
Central/South American (%) 0.6 (n=1) 
Native Hawaiian or Pacific Islander (%) 0.6 (n=1) 
  
*Education level is averaged from the ordinate scale used in DO Perkin’s SpotIn Database         






Table 2: Mean number of help-seeking events for each racial identity during DUP. 
Numerical Label Racial Identity  Mean number of 
events 
1 First Nations (e.g., North American Indian, Métis, Inuit)    3 
2 East Asian (e.g., Chinese, Japanese, Korean)  2.5 
3 Southeast Asian (e.g., Cambodian, Indonesian, Vietnamese)  1.67 
4 South Asian (e.g., East Indian, Pakistani, Sri Lankan)  1.5 
5 








West/Central Asia and the Middle East (e.g., Egyptian, 
Lebanese, United Arab Emirates, Afghanistan, Iranian)  
0 
8 



























Figure 1: Box-and-whisker plot of help-seeking events for each racial group.  
*Outliers are represented as +. 






Figure 2: Number of actual and expected help-seeking events for black and white subjects initiated due to 
notice by (A) peers or (B) members of the general public. 

























Pathways to Care in the United States: A Systematic Review 
INTRODUCTION   
In the United States, mental and behavioral disorders are a significant economic and health 
burden.1-3 Mental illness is a leading cause of disability, accounting for 13.6% of all US 
disability-adjusted life years (DALYs)1. Need for mental health treatment has surpassed the 
country’s resources. A shortage of psychiatrists, health care facilities, and general mental health 
resources has created a crisis.3-4 A delay in receiving adequate mental health treatment has a 
profound effect on health outcomes.5  
Duration of untreated psychosis (DUP) is the time from onset psychotic symptoms to initiation to 
treatment.5 Clinician scientists considered it a predictor of outcomes, but others have identified it 
as a modifiable risk factor. However, literature has uniformly established that a longer DUP is 
associated with risk for poorer health outcomes.7-8 Psychotic conditions generally arise before the 
age of 25, leaving young adults living with psychosis particularly vulnerable.6 Medical benefits 
exist in understanding the determinants of DUP for young adults with early psychosis. The 
delineation of the pathway to care gives insight into the influences on DUP. Pathway to care 
(PtC) describes the method by which an individual seeks mental health care. The formal 
definition is the “sequence of contacts with individuals and organizations promoted by the 
distressed person’s efforts, and those of his or her significant others, to seek help as well as the 
help that is supplied in response to these efforts.” 9 Pathways to care and their influence on the 
duration of untreated psychosis have been explored extensively and globally.10- 11 Notably, 
evidence from the United States is nearly nonexistent. To the author’s knowledge, this paper is 





research may reflect that PtC is not a value in the country’s public health system. Counterpart 
countries have benefited from understanding and exploring PtC, demonstrating that the US 
mental health system could benefit as well. We aimed to describe how the characteristics of the 
pathway to care influence the duration of psychosis in the United States.  
METHDOLOGY  
This systematic review was developed in accordance with the Preferred Reporting Items for 
Systematic reviews and Meta-Analyses protocol [PRISMA].  
Search strategy 
Search terms were generated by consulting a university librarian and psychotic disorder expert. I 
included search terms related to pathways to care, help-seeking, and duration of psychosis. (See 
Appendix 1 for supplementary information). Relevant studies were identified through searching 
two electronic databases: PUBMED (n=224) and PsycINFO (n=126). Additional articles were 
identified in the reference section of relevant studies (n=2). Authors confirmed there were no 
unpublished studies and results using clinicaltrials.gov. The electronic search was conducted in 
January 2020 and repeated in March 2020 with no changes.  
Selection of Relevant Studies  
Two healthcare professionals independently screened titles and abstracts. Disagreements were 
resolved by consensus. All included articles were written in English and peer-reviewed. The 
selected studies’ populations included only youth and adults (age 15-25), who are considered 
high risk for first episode psychosis. The outcomes must include time length of DUP and/or 
prevalence of barriers to care. All selected studies were conducted in the United States. Inclusion 





Data Extraction and Synthesis 
The author abstracted and categorized relevant data into two tables: Outcomes (Table 2) or Study 
Characteristics (Table 3). Data extracted in the Outcomes table included timeframe, key pathway 
barriers, pathway barriers, DUP assessment, and individual outcome.  Data included in the Study 
Characteristics table included study design, study objective, setting, race, population size, age, 
participant gender, instrument used, and supplementary friend and family interview. The 
reviewer ascertained the quality of each included study using a rating scale adapted from the 
Newcastle–Ottawa Quality Assessment tool. 
RESULTS 
The electronic search yielded 360 articles. Two additional articles were found through the 
citations of relevant articles for a total of 362 articles to be screened. The initial title and abstract 
screening identified 70 articles eligible for full-text screening. Studies that took place outside the 
country (n=47) and/or did not include psychotic disorders (n= 19) were ineligible. The final 
analysis included 3 publications. See Figure 1 for complete PRISMA demonstration.  See Table 
3 for the description of each study.  
Studies characteristics 
The studies were conducted in different regions of the country. The sample size ranged from 20- 
779 participants. The first study used chart review as a measurement tool, the second used an 
interview, and the third study used both. All of the studies were in an outpatient setting. The 
study results can be summarized in Table 2. One study did not assess the number of help-seeking 
contacts. Two studies reported the number of contacts before their endpoint (pooled range: 1-15 
per individual).  





The timeframe for the journey, from start to end, varied among the studies. The starting point for 
all studies was the same- the onset of psychotic symptoms. However, the endpoint of each study 
differed: hospital admission, administering of medication, and contact with a mental health care 
provider.  
Key pathway barriers  
The author defined key pathway barriers as synonymous with negative pathways to care. 
Negative pathways are defined as those involving contacts with emergency services, inpatient 
units, or the criminal justice system and/or the presence of active symptoms. All studies 
mentioned lack of understanding of mental health care or lack of access to mental health care 
providers as a barrier. Police involvement and the criminal justice system were mentioned in all 
the studies. One study that focused on African American individuals noted high police 
involvement in over twenty percent of contact sequence events.14  
All studies referred to family members and close friends as significant referral sources.  
Number of help-seeking contacts 
One study did not report the number of help-seeking contacts. One study found eighty-three total 
contacts made among twenty-five patients, averaging 3.3 +/- 2.0 contacts per patient. A third 
study found seventy-five help-seeking attempts were made by our sample, with a range of 1–15 
attempts (mean=5.1, SD=3.2). 
DUP Assessment  
Duration of untreated psychosis is the period from the onset of positive psychotic symptoms until 
the endpoint or treatment. The DUP across the three studies the means of the DUP ranged from 





Quality appraisal  
The methodological quality of the studies was mixed (see Table 4 for quality score). Two thirds 
of the studies fully met at least 50% of the quality appraisal criteria. Marino’s study met two 
criterions and partially met another. Key limitations quality were non standardized pathways to 
care measurement and limited sample population.  
DISCUSSIONS: 
Pathways to mental health care in the United States have not been investigated thoroughly. The 
review demonstrated that PtC in the US is complicated with multiple help-seeking contacts and 
lengthy delays before appropriate care begins.  
Family  
Across the multiple study settings, family members played an influential role in the pathway to 
care. Family members were frequently reported as responsible for engaging individuals in care. 
The existence of family members was key to mitigating adverse pathway events. This finding 
appears to be consistent with other studies from other countries. 15-16 Further exploration into the 
role of family members and mental health would complement this. 
Adverse Pathways Events 
Violent and dangerous behaviors, requiring the criminal justice system and emergency services, 
were a relatively common adverse event in this study. High rates of emergency services 
involvement were noted in our review. The reviewed studies offer limited insights into the 
reasoning for the pattern. The United States has increased standards of emergency mental health 
services with dwindling mental health resources. 17 
Police involvement, when negative, can affect subsequent visits and interactions with the health 





unusually higher than expected rates of criminalization.14 Our review was unable to comment 
further on racial-ethnic variation patterns. High rates of police and police referrals to psychiatric 
services in ethnic minority groups have been well-documented in international literature. 18-19 
Measuring pathways to care 
Challenges remain in the assessment of pathways to care. The studies did not have succinct 
standardized measurements which was a significant limitation. The “start and endpoint” in 
pathways to care will vary across studies and geographies, reflecting differences in health care 
systems and cultural practices. All three reviews had the same starting point, onset of psychosis. 
However, the endpoints for all of them differed. The endpoint and context of the health care 
system will influence the pathway to care. For example, an individual whose path "ends” with an 
outpatient referral will differ vastly from one whose path “ends” with an inpatient admission.  
Help-seeking  
The definition of help-seeking attempts also had a wide variance among the study.  The average 
number of help-seeking attempts for the two studies were similar to the average amount found in 
other studies of help-seeking.  
Limitations  
This review had a low number of studies in our sample size, despite our broad search term and 
strategies. Unfortunately, the study designs and outcomes vary across the few studies. This 
created a challenge in comparing between the studies.  
Conclusions  
The pathway to mental health care is complex and involves various formal and informal agents.  
Pathways to care in the United States has not been well explored. Limited studies suggest family 





should consider standardizing the framework in which pathway to care research to facilitate 
comparability across studies better.  
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database searching  
(PUBMED= 224)  
(Psych Info= 136)  
Additional records through 
identified through the work cited 
in relevant studies (n=2)   
Total records screened 
(n=362) 
Studies included in quantitative 
synthesis 
(n= 3)  
Study abstract not relevant 
 (n= 292) 
Outside the 50 states (n=47) 
Does not include psychotic 
disorder (n=19) 
Number of full text articles 







Table 1a. Eligibility criteria for included studies 
Clinical Question; In young adults, with early psychosis, how do characteristics of the pathway 
to care influence the duration of psychosis?  
 Inclusion  Exclusion  
Population Teenagers and young adults 
(age of 15- 25) with first time 
episodes of psychosis. 
Youth age 14 and 
younger  
Adults over the age 25 
Veterans at any age  
Individuals with non-
psychotic psychiatric 
disorders including post 
traumatic stress disorder 
and major depression 
*w/o psychosis 
Exposure Barriers in pathway to care 
Pathway to care characteristics  
Studies observing 
modifiers of DUP 
Comparator No comparator No Comparator  
Outcomes Time length of duration of 
untreated psychosis 
Prevalence of barriers of care 
 
Timing Published articles in the last 20 
years 
 
Setting  United States  Any other country  
Study Design Pilot Study  














Table 2a. Outcomes Table 
Study  Pathway to care 
timeframe 
Key pathway barriers 
(Negative pathways to Care)  
Number of help-
seeking contacts 
DUP assessment   
Pathways to care in 
first episode 
psychosis: A pilot 
study on help-
seeking precipitants 
and barriers to care 
the time between 




Failure among patients, 
families, law enforcement 
officials, and mental health 
providers to recognize the 
presence of and/or 
seriousness of active 
symptoms (n=16).  
 
The second most frequent 
barrier was uncertainty 
regarding where to seek help 
(n=11) 
 
The third was a lack of 
financial resources, 
insurance, or transportation 
to the hospital (n=6) 
75 help-seeking 
attempts were made by 
our sample, with a 
range of 1–15 attempts 
(mean=5.1, SD=3.2). 
DUP ranged from 2 
to 72 months, with a 
mean of 19.2 
months (SD=17.8) 
Determinants of 
pathways to care 
among young adults 




time from onset of 





Violent ideation or behavior 
and having an outpatient 
mental health visit as the 
first service contact or 
hallucinations as the reason 
for first service contact were 
significantly associated with 
longer DUP 
Not assessed  Overall DUP was 








assessed the time of 
onset based on 
report and possible 
collateral 
information from 
medical records or 
other sources 
A descriptive study 









The contacts made 
during the period 
of time from the 
onset of illness 
until the first 
initiation of 
treatment  
Compulsory and police 
engagement was a barrier to 
pathway barriers  
 
First contact was a PCP 
rather than mental health 
care provider  
There were 83 total 
contacts made among 
the 25 patients from 
the onset of prodromal 
symptoms until first 
hospital admission, 
with an average of 3.3 
± 2.0 contacts per 
patient (range: 1– 8). 
DUP was  
mean: 146.4 ± 151.3 
weeks; range: 0.6–








Table 3a. Study Characteristics  
Study Study objective Setting Race % 
and N 








d?   
Pathways care in first episode 
psychosis: A pilot study on help-
seeking precipitants and barriers 
to care 
To examine the 
duration of 
untreated 





attempts, and to 









































Determinants of pathways to 
care among young adults with 
early psychosis entering a 
coordinated specialty care 
program 
To describe the 
characteristics of 
the pathway to 
coordinated 
specialty care for 
young adults with 
early psychosis in 
the United States, 
to examine how 
various factors 




and to explore 
factors associated 
with time from 
onset of symptoms 





























































A descriptive study of pathways 
to care among hospitalized 
urban African American first-
episode schizophrenia-spectrum 
patients 
Study were to 
examine the 
pathways to care 
and number of help 
contacts prior to 
hospitalization in 
first-episode 







































































   Table 4a. New Castle Ottawa Quality Assessment Scores by Study 
Study Name  Selection 
(Design) 
Comparability  Exposure Outcome 
Pathways to care 
in first episode 
psychosis: A 




barriers to care 
. + + . 
Determinants of 
pathways 
to care among 
young 






- + . - 
A descriptive 
study of 










+ + + + 













Search Terms For PubMed: 
(critical pathways[mesh] OR pathway*[ti] OR referral*[ti]) AND ((mental[ti] AND health[ti]) 
OR mental health services[majr] OR mental disorders[majr] OR psychos*[ti] OR psychiat*[ti] 
OR psychot*[ti]) AND (united states[mesh] OR (united[ti] AND states[ti]) OR "united 
states"[tiab]) 







Pathways To Care Interview 
Diana O. Perkins, MD, MPH 
Jennifer Nieri, MSW 
Kimberly Bell, BA 
University of North Carolina Department of Psychiatry 
Chapel Hill, North Carolina 
 
Subject Number: _____________    Informant: 
Date:   _____________    1.  Patient 
Rater:   _____________    2.  Family Member 
SOS Onset:  _____________    3.  Friend 
Sex:   _____________    4.  Consensus 
Race:   _____________    5.  Medical Records 
Age:   _____________ 
DOB:   _____________ 
Diagnosis:   _____________ 
 
Interviewer Introduction: 
The purpose of the instrument is to obtain a description of each attempt that the patient or 
patient’s advocate (family member/friend) made to get help for the patient’s symptoms.  In 
addition, we are interested in the specific symptoms that prompted help seeking, and the 
response that the patient received from the potential source of help or treatment.  We are 
interested in each help seeking attempt, up until the time the patient was prescribed 
antipsychotic medication.  Sources of information should include the patient, medical records, 
and family members.  For the purposes of this study, information from the SOS is used to help 





spaces under each question to record a narrative of the informants’ response.  Use the tables 
on pages 6 and 7 to code the answers for the corresponding questions.  When using 
information from multiple sources, disparate information is often obtained.  Please base your 
final assessments on the information that has the most confirmatory support, is most detailed, 
and is, in your clinical judgment, most likely accurate.  Please record answers separately for 
each information source, and then the final results on the form marked consensus.  Please 
include a detailed narrative account of the events that preceded treatment. 
 
Interview 
I am going to be asking you questions about the various people that you went to help with your 
(mental illness/patient equivalent), and the reasons that you tried to get help.  Lets discuss 





A.  For all patients 
 








 3.  What was prescribed at first treatment?  Medication = 1______________ 


















      
6.  Who first noticed that 
something was different 
in how you were 





7.  What was it that was 
noticed? 
8. When was 
this problem 
noticed? 
9.  What did _______ do 
after noticing there was 
this change? 
(use table 1) 
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10.  What was it that made you 
decide to go and get help? 
Yes No 



































 6.  Advised not to seek help (who?) 
















11.  Whom did you go to first to try to get help 
for your problem with (patient’s equivalent)? 
Yes No 12.  When did you first go 
for help? 
13.  What did this person do?   
(use table 2) 




15.  How much do you think _____ helped with your problem? 
(use table 3) 
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For patients who did not receive antipsychotic treatment at notice of symptoms, repeat these 
questions for each time that symptoms are noticed by others or by the patient with a help-
seeking attempt:   
B(1).  Second Time Noticed 
 
16.  Who else noticed that 
something was different in how 
you were thinking or behaving? 
Yes No 17. What was it that was noticed 
this time? 
18. When was this 
problem noticed? 
19.  What did _______ do after 
noticing there was this change? 
(use table 1) 
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20.  What was it that made you 
decide to go and get help? 
Yes No 



































 6.  Advised not to seek help (who?) 












21.  Whom did you go to first to 
try to get help for your problem 
with (patient’s equivalent) this 
time? 
Yes No 22.  When did you 
go for help this 
time? 
23.  What did this 
person do?   
(use table 2) 
24. What did _______ tell 
you the problem was?   
(specify diagnosis if given) 
25.  How much do you 
think _____ helped with 
your problem? 
(use table 3) 
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B(2).  Third Time Noticed 
 
26.  Who else noticed that 
something was different in how 
you were thinking or behaving? 
Yes No 27. What was it that was noticed 
this time? 
28. When was this 
problem noticed? 
29.  What did _______ do after 
noticing there was this change? 
(use table 1) 
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30.  What was it that made you 
decide to go and get help? 
Yes No 



































 6.  Advised not to seek help (who?) 












31.  Whom did you go to first to 
try to get help for your problem 
with (patient’s equivalent) this 
time? 
Yes No 32.  When did you 
go for help this 
time? 
33.  What did this 
person do?   
(use table 2) 
34. What did _______ tell 
you the problem was? 
(Specify diagnosis if given) 
35.  How much do you 
think _____ helped with 
your problem? 
(use table 3) 
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B(3).  Fourth Time Noticed 
 
36.  Who else noticed that 
something was different in how 
you were thinking or behaving? 
Yes No 37. What was it that was noticed 
this time? 
38. When was this 
problem noticed? 
39.  What did _______ do after 
noticing there was this change? 
(use table 1) 
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40.  What was it that made you 
decide to go and get help? 
Yes No 



































 6.  Advised not to seek help (who?) 












41.  Whom did you go to first to 
try to get help for your problem 
with (patient’s equivalent) this 
time? 
Yes No 42.  When did you 
go for help this 
time? 
43.  What did this 
person do?   
(use table 2) 
44. What did _______ tell 
you the problem was? 
(Specify diagnosis if given) 
45.  How much do you 
think _____ helped with 
your problem? 
(use table 3) 
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C.  For all patients 
 
46.  Knowing what you know now, what do you think could have been done differently?  How 





47.  What were the major problems that you ran into as you tried to get help for (patient’s 
term)? 
 
Barriers Identified Yes No 




Family members too embarrassed to tell 
others/seek help 
1 0 
Not enough financial resources to pay for help 1 
 
0 
Inability to get to treatment site 1 
 
0 
Important others (family/friends) discouraged 









Family/others did not understand seriousness 
of problem 
1 0 
Did not know where to go for help 1 
 
0 
Was unable to get appointments (long wait for 
appointments) 
1 0 
Was not able to get  health care providers to 













     
1.  What was done Code  How much helped Code 
N/A 1  none 0 
Did nothing 2  some 1 
Discussed concerns with patient 3  a little 2 
Discussed concerns with family 4  a lot 3 
Discussed concerns with friend(s) 5  
Helped patient to get an appointment with 




Helped patient to get an appointment with 
medical healthcare professional  (specify) 
 
7  
Helped patient to meet with clergy or 
others:____________________________ 
8  
Brought patient to ER without petition 9  
Brought patient to ER with petition 10  





2.  What was done Code 
N/A 1 
Did nothing 2 
Discussed concerns with patient 3 
Referred for outpatient treatment 4 
Sent home, told no problem 5 
Hospitalized voluntarily 6 
Hospitalized involuntarily 7 
Incarcerated 8 
Other:_____________________________ 
__________________________________ 
9 
 
 
 
 
